j Abstract Background: The purpose of the study was to attempt to understand the experience of family members of individuals with schizophrenia. More speci®cally, we wanted to determine whether a measure of caregiving would be a stronger predictor of the psychological well-being of families who have a member with schizophrenia than a measure of burden. Method: Forty-one family members of 30 individuals with schizophrenia were recruited. A measure of burden, a measure of the experience of caregiving, and the duration of the illness were used to determine the best predictor of psychological wellbeing. Results: Regression analyses indicated that the strongest predictor of psychological well-being was the negative scale of the Experience of Caregiving Inventory (ECI). There was also a signi®cant relationship between poor psychological well-being and short duration of illness. Conclusions: The ®ndings of the study indicated that family members are significantly distressed as a result of having a family member with schizophrenia. There is support for using newer scales, like the ECI. Furthermore, increased family support is required in the early stages of the illness.
Introduction
When a family learns that their relative has developed schizophrenia, they experience helplessness, anger, despair and anxiety [1] . They are faced with traumatic role changes that are forced on them without perceived warning. At times they feel that they lack support from, and communication with, mental health professionals [2] . This is unfortunate since it has been established that families who have a member with schizophrenia undoubtedly experience personal distress and that burden does exist within such families [3] .
Burden is often the result of the addition of the caregiving role to already existing family roles [4] . Burden is distinguished into two types: objective and subjective.`Objective burden' involves the disruption to the family/household due to the individual's illness, and is usually observable (i.e., household routines, relationships, and ®nances) [5] .`Subjective burden' involves the psychological consequences of the individual's illness for the family (i.e., health problems, distress) [6] . Reported relationships between illness variables and burden have been inconsistent. There is a well-established trend for greater burden with greater severity of the individual's symptoms [7, 8, 9] . There is evidence of increased objective burden with increasing length of illness [10] . In contrast, Bulger et al. [3] found that as the age of the individual with schizophrenia increased, caregiver burden and con¯ict decreased. An association between high expressed emotion and burden has also been reported [11, 12] .
Several scales have been designed to assess the burden of family members of individuals with chronic mental illnesses [4, 6] . However, it has been suggested that the term`burden' is negative and damaging and refutes any positive or rewarding aspects of taking care of an ill family member [5] . A more appropriate term that encompasses the whole experience of those caring for an individual with schizophrenia is`caregiving'. As a result, Szmukler and his colleagues [13] developed a self-report measure of the experience of caregiving for a family member with a serious mental illness. The Experience of Caregiving Inventory (ECI) assesses both the negative aspects and the positive aspects of caregiving. In their study, the ECI predicted a large amount of the variance in the participants' scores on the General Health Questionnaire [13] . Thus, it may be that the ECI is more re¯ective of the family members' overall experience.
A high level of distress seems to be a typical result of having a family member with a psychiatric illness, particularly schizophrenia [14, 15, 16] . The level of distress family members are experiencing has been measured using depression and anxiety scales. However, distress can affect overall well-being, including both physical and psychological health. As a result, more general scales such as the General Health Questionnaire or the Psychological General Wellbeing Schedule have been used.
Results from research on speci®c symptomology and distress are not consistent. Gopinath and Chaturvedi [17] found that behaviors related to low activity and poor self-care were reported by family members to be more distressing than aggressive or psychotic behaviors. Wine®eld and Harvey [16] found that turbulent behavior (i.e., aggressiveness, recklessness, destructiveness and substance abuse) contributed signi®cantly to the prediction of caregiver distress. There is some support for an association between distress and duration of illness [17, 18] . In another study, Gibbons and co-workers [19] found that caregiver distress was inversely related to duration of illness. According to these latter results, distress was higher among caregivers whose family member with schizophrenia had only experienced the illness for a short period of time and was younger in age.
Research has clearly emphasized the role of stress as an environmental trigger in schizophrenia. As a result, not only are feelings of distress and burden detrimental to the mental health of the family member, but they may have a negative effect on the well-being of the individual with schizophrenia.
This study was designed to attempt to understand the experience of family members of individuals with schizophrenia. Typically, the impact on family members has been measured by various burden-type scales and/or by scales measuring distress or psychological well-being in general or in relation to speci®c illness variables. The speci®c purpose of this study was to determine whether a measure of caregiving would be a stronger predictor of the psychological well-being of families who have a member with schizophrenia than a measure of burden. Based on earlier research, duration of illness was also considered as a potential predictor.
Subjects and methods j Subjects
The subjects were 41 family members of 30 individuals with schizophrenia or schizoaffective disorder. Eleven of the individuals with schizophrenia had more than one family member who participated in the study. Family members were recruited through an outpatient program in a general hospital Department of Psychiatry or through the Schizophrenia Society of Calgary. The 30 (20 male, 10 female) subjects with schizophrenia met DSM-IV [20] criteria for schizophrenia or schizoaffective disorder, were stable outpatients, had not had an acute episode requiring hospitalization in the past 3 months, currently lived in the community and were between 18 and 65 years of age. Their mean age was 29.63 years (SD 10.35 years) and mean age at ®rst diagnosis was 23.50 years (SD 7.41 years). On average, they had been ill for 6.02 years (SD 7.89 years), with 5.33 (SD 18.08) previous hospitalizations and 35.81 months (SD 51.85 months) since their last admission.
Family members were 41 ®rst-degree relatives of patients with schizophrenia; all had regular contact with the patient. Twenty-six of the family members were women and 15 were men. Their mean age was 51.29 years (SD 9.59, range 26±81 years). Relationships included 23 mothers, 10 fathers, 4 siblings and 4 spouses. Twenty-two were living with their family member with schizophrenia at the time of the study. Family members not living with thier ill relative maintained close contact with them.
j Measures Psychological General Well-being Schedule (PGWS) [21] The PGWS was used to determine the level of stress/distress experienced by family members. This scale consists of 24 questions or statements with six possible responses, ranging from one extreme (i.e., everyday, all of the time) to the opposite extreme (i.e., none of the time, not at all). The respondent is asked to rate the statements or questions in relation to how they have felt during the past month. The questions/statements vary from general to speci®c concerns about physical and psychological well-being. Each answer is rated from 0 to 5, with 0 indicating the highest level of psychological and/or physical health concern and 5 indicating no health concern. The scale has an overall total score, with lower scores indicative of poorer psychological well-being. This scale is reliable, valid, and has good internal consistency [21] .
Although the General Health Questionnaire (GHQ) has been commonly used in research in this area, the PGWS was used here as it also measures various quality of life components comparable to the GHQ [21] . The PGWS has been validated by comparing the total score with scales like the Beck Depression Inventory, the Zung Depression Scale and the Hopkins SCL-90. The PGWS was also used in an in¯uential health-related quality of life study conducted by Croog et al. in 1986 [22] . In that study, the PGWS had a better differentiation between treatments than the subscales of the Hopkins SCL.
Experience of Caregiving Inventory (ECI) [13]
The ECI is a self-report measure that consists of ten subscales: eight negative (dif®cult behaviors; negative symptoms; stigma; problems with services; effects on the family; the need to provide backup; dependency; loss) and two positive (rewarding personal experiences; good aspects of the relationship). There are ten subscale scores and an overall negative scale score and an overall positive score. The caregiver is asked to rate how often they think about various statements. For example,``During the past month how often have you thought about¼feeling unable to tell anyone of illness'' and``¼his/her lost opportunities''. The caregiver rates these statements from 0 (never) to 4 (nearly always). The caregiver is being asked how much he or she thinks about the impact or consequences of the illness. For the purposes of this study the overall negative and positive scale scores will be used for the primary analysis, and the subscales will be used only for exploratory analysis if appropriate. The ECI is reliable, valid, and has good internal consistency [13] .
Family Concerns Questionnaire (FCQ) [12] The FCQ is a self-report measure, designed for use with ®rst-degree relatives of individuals with schizophrenia. This scale measures the degree of burden family members are experiencing. It consists of 46 questions that the family member rates based on how much of a concern it is for them, on a scale of 1±5 (1 indicates``has not been a concern'' and 5 indicates``always or almost always a concern''). For example,``Has your relative caused any trouble with the police?'' and``Has your relatives' illness made it dif®cult to plan for the future?'' The scale was constructed to measure aspects of subjective family burden including a broad range of family hardships and consequences, such as worry, fear, tolerance, stigma, and impact on day to day family life. In comparison to the ECI, this scale is asking about the direct, concrete impact of the illness on family life and consequences. Although both scales ask the family member to rate their subjective experience, the ECI seems to do so on a more abstract level than the FCQ. The psychometric properties of the FCQ scale are well established [4] .
j Procedures
All subjects (individuals with schizophrenia and their family members) were informed of the nature and purpose of the study and invited to participate. Participation was on a volunteer basis. All subjects who agreed to participate signed a consent form. Verifying diagnoses from the chart was done by one of the authors (J.A.) by applying DSM-IV [20] criteria from the Structured Clinical Interview (SCID-I) [23] to the chart; this author has extensive experience in diagnosing individuals with schizophrenia. L.M. administered the questionnaires to the family members.
Results
There were no differences in scores on the ECI, the FCQ, and the PGWS between family members who had a relative living with them and family members who did not. The means and standard deviations of the variables are presented in Table 1 .
Correlational analyses were conducted to determine the relationships among the variables. Signi®-cant associations were noted between poor scores on the PGWS and the negative scale of the ECI, the FCQ, and duration of illness.
Scores on the FCQ were also associated with the negative scale of the ECI. These results are presented in Table 2 .
To determine the best predictor of psychological well-being, a standard regression was conducted using all of the variables that had a signi®cant relationship with PGWS. A standard simultaneous regression was used to test all three variables as a group. ECI positive was not included in the model as it was not signi®cantly correlated with PGWS. Scores from the FCQ and the ECI-negative and duration of illness were entered as the independent variables. The results of the standard regression model indicated that the FCQ, duration of illness, and ECI-negative together accounted for 29% of the variance in psychological well-being scores. However, ECI-negative was the only variable that contributed signi®-cantly to the equation (t 2.07, P < 0.05). The FCQ was correlated with the PGWS, but it did not contribute signi®cantly to the standard regression model.
In order to determine whether ECI-negative was the best predictor of psychological well-being or whether its effect was diminishing the effect of the FCQ, two hierarchical regressions were conducted using the FCQ and ECI-negative. Also, to clearly test for the predictive strength of ECI-negative after duration of illness is accounted for, a third hierarchical regression was conducted entering duration of illness ®rst and then ECI-negative and FCQ. A fourth hierarchical regression analysis was performed to determine the unique contribution of duration of illness after ECI-negative and the FCQ were entered.
In the ®rst hierarchical regression, the FCQ was entered ®rst, but was not a signi®cant predictor, whereas the contribution of ECI-negative was significant (t 2.37, P < 0.05). In the second hierarchical regression analysis, ECI-negative accounted for almost 22% of the variance, whereas the FCQ added only 0.1% to the model. The contribution of ECInegative was signi®cant (t 2.37, P < 0.05). The third hierarchical analysis tested for the strength of ECI-negative's contribution after duration of illness' unique and shared variance was accounted for. The results indicated that duration of illness accounted for 9% of the variance in PGWS scores when entered ®rst, yet it did not achieve signi®cance (t )1.93, P > 0.05). ECI-negative's contribution was still signi®cant (t 2.08, P < 0.05), accounting for 20% of the variance, with FCQ unable to add anything unique to the model after ECI-negative. In the ®nal hierarchical regression analysis, ECI-negative was entered ®rst, followed by the FCQ and then duration of illness. After ECI-negative and the FCQ were entered, accounting for 22% of the variance, duration of illness accounted for 7% of the variance. Correlations between the PGWS and the subscales of the ECI-negative scale were explored, because of its signi®cant contribution to the regression model. Table 4 .
Discussion
The hypothesis that scores on the ECI would be the best predictors of psychological well-being was partially supported. The negative scale of the ECI was the best predictor of poor psychological well-being. However, scores on the ECI positive scale were not associated with psychological well-being.
Although related to psychological well-being, burden as assessed by the FCQ was not found to be a signi®cant predictor of family members' psychological well-being. This is consistent with other studies [18] . Clearly there is overlap between the FCQ and the negative scale of the ECI. At face value, the FCQ asks about speci®c behaviors of the ill relative, whereas the ECI asks how much the family member is thinking about or focusing on certain issues or behaviors. This may allow the ECI to more readily tap into the distress family members are feeling. Their perceptions of the behavior are more important than the actual behavior. In a closer examination of the subscales of the ECI, it was evident that psychological well-being seems to be related to issues about stigma, problems with family, dependency, loss, and dif®cult behaviors. Families seem less distressed about negative symptoms, providing backup, and problems with services.
The ®nding that scores on the ECI-negative scale account for about 22% of the variance in PGWS scores is consistent with Szmukler's results [13] . The ECI-negative scale scores accounted for 24% of the variance in the General Health Questionnaire scores for the``survey group'' [13] . However, in their``clinic group,'' the variance accounted for was 39%, which is higher than the results in this study. Since the``clinic group'' was made up of family members of individuals with schizophrenia recently discharged from hospital, these families may have been more stressed due to the recent hospitalization of their relative. In Szmukler's study, the ECI-positive scale scores did not contribute to the family member's psychological well-being scores. Szmukler [5] suggests such a result may be a response to research, which historically has focussed on the negative aspects of functioning, and secondly, a lack of scales or measures that determine key factors of positive functioning. It is possible that the positive scale may not be powerful enough to indicate the effect of the positive experiences on the family members or else positive experiences may not affect scales such as the GHQ or the PGWS.
Although not a signi®cant predictor in the regression analysis, duration of illness was able to account for 9% of the variance in PGWS when entered ®rst, and it was signi®cantly associated with psychological well-being. There seems to be a higher risk of distress for family members of those individuals who are experiencing their ®rst onset of schizophrenia. This is consistent with other studies [17, 19] that reported higher levels of distress among newer caregivers. In this study we did not ®nd that burden was more severe for those relatives whose member had been ill for a long time with schizophrenia. This is inconsistent with other results [3, 10] . This may have been a function of the measures used in our particular study or because the sample was small and consisted of families who had the support of programs and/or the local Chapter of the Schizophrenia Society.
There are three limitations of this study to be considered. First, the sample is small and is drawn from volunteers, which may imply that this is a relatively stable population of family members. Also, the two methods of recruitment may have introduced a sample bias, as there may be differences between family members involved in the Schizophrenia Society and those recruited through clinics at the hospital. Further studies are advocated that include a random selection of family members. Secondly, this sample is drawn from 41 subjects for 30 patients. As a result, the within-family variance and the between-family variance is blended together. Thus there is the risk that the responses of caregivers may be more highly correlated within families than across families. Thus, these ®ndings should be interpreted with caution until they are replicated in a larger sample with a clear separation of between-family data and within-family data. However, differences within families might be an area to explore speci®cally in further research, as it may be that even though they are dealing with the same ill family member, their responses and roles are very different. Finally, some family members were living with their ill relative and other were not; however, this should not be a problem because this study was interested on how simply having a family member with schizophrenia impacts on them.
The main conclusions from this study are that the measure of caregiving was a stronger predictor of the psychological well-being of families who have a member with schizophrenia than a measure of burden, particularly in family members of individuals experiencing their ®rst episode of schizophrenia. Thus, the ECI predicts psychological well-being and, as such, is a useful measure to tap into family members' perception and thoughts about the caregiving role.
We still need to increase our understanding about what impacts on the well-being of family members. In terms of further research, two areas are promising. First there is a need for more qualitative in-depth details about what is involved in both positive and negative aspects of caregiving and the differences in coping styles between family members. Secondly, the changes families go through over time in response to the impact of having a relative with schizophrenia need to be addressed. Such a longitudinal study would lead to a more comprehensive understanding of how the coping and response styles of a family change over time, from their relative's ®rst onset to periods of recovery and through possible relapses.
This type of research has implications for determining what resources within family members themselves and from available services would be useful in order for families to stay physically and emotionally healthy. This is important, ®rstly, for families' own mental health. Secondly, if family members are not well physically or emotionally, they will not be in a position to provide a high level of quality care for a relative with schizophrenia. Finally, stressed family members leads to stressed family interactions which, considering current knowledge about sensitization to stress in schizophrenia, does not bene®t the individual with schizophrenia.
